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Dear Reader,

The Centers for Medicare & Medicaid Services is pleased to provide you with this

booklet. Medicare wants to make sure that you get good care and the information you

need to make informed choices about the treatment of kidney failure. The information

in this booklet was reviewed by doctors, nurses, and patients and will help new

kidney failure patients as they begin dialysis or prepare for transplantation.

If you are a kidney patient, it's important for you to learn as much as you can

about your illness and to take an active role in your care. If you are a family member or

caregiver, learning about kidney disease and its treatment will help both you and the

person with kidney failure. If you have questions, don't be afraid to ask your health

care team for help.

Your local End Stage Renal Disease (ESRD) Network can help you if you have a

problem. Their phone number is on page 39. ESRD Networks assist patients needing

information, help with care concerns, and with resolving complaints. ESRD Networks

also work on improving the quality of care in dialysis facilities and keep your facility

aware of important dialysis and transplant issues.

We hope this booklet will be helpful to you as you start dialysis or prepare for

a transplant.

Best Regards,

Centers for Medicare & Medicaid Services

Look at

www.medicare.gov
on the web or call

1-800-MEDICARE
(1-800-633-4227)

to get help with

your Medicare

questions.
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Living with Kidney Failure

You Are Not Alone

"Understanding

kidney failure and

taking an active

role in your care

may lessen some
of your fears and

help you deal

with the changes

in your life."

^C^hen your kidneys stop working, your life changes. At first, you

may ask yourself "Why me?" You may have fears about dying or

treatment. Because kidney failure is a serious condition that must

be treated for the rest of your life, it can be hard to accept.

Understanding more about kidney failure may lessen some of

your fears and help you deal with the changes in your life.

Learning about your treatment and how to take an active role in

your care puts you in charge. You can control things like

following your treatment plan and diet and keeping a good

outlook on life. Your health care team will work with you to make

a care plan that's best for you and will help you manage your

treatment. You can also look to your family and friends for

support. Remember that you are not alone. Nearly 350,000

people of all ages live with kidney failure. There is hope and there

are ways to rebuild your life.



What You May Be Feeling

Kidney failure may mean some changes in your life, but you

can still do many of the things that you enjoy. Try to stay

positive, and talk to someone who understands what you are

going through, such as another person with kidney failure or a

counselor. You can also set goals to

• stay active.

• do the things you did and enjoyed before kidney failure.

• return to work, school, or volunteering.

• pursue new interests.

• live the best life you can.

Learning to live with kidney failure can take time, so don't be

discouraged. Talk with your loved ones about how you feel.

Listen to what they have to say too. Some days you may feel like

giving up or may be angry that your life isn't the same as it was

before. See your doctor or social worker right away if these

feelings of sadness or anger don't go away, if you are using drugs

or alcohol to cope, or if you have thoughts of taking your life.

You don't have to deal with your feelings alone. Your loved ones,

others with kidney failure, and your health care team can help.

Dealing with your feelings will help you live a full life.

"Kidney failure

may mean some
changes in your

life, but you can

still do many of

the things that

you enjoy."
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Paying for Your Treatment or

Transplant

"Your social

worker can help

you understand

how to pay for

dialysis treatment

or transplant."

Your social worker can help you understand how to pay for

dialysis treatment or transplant. Ask about Medicare prescription

drug coverage, private, state, or local programs that help pay for

prescriptions or medications. Your social worker can also explain

your health insurance coverage. In addition to Medicare, you

may have coverage through the following:

• Private Health Insurance

• Veterans Benefits

• State Medical Assistance (Medicaid)

• State Kidney Programs

• TRICARE (for people who are active or retired from the

military service)

• Railroad Retirement Board

For more information on Medicare, or to get a copy of the

booklet, "Medicare Coverage of Kidney Dialysis and Kidney

Transplant Services," look at www.medicare.gov on the web. Or,

call 1-800-MEDICARE (1-800-633-4227). TTY users should

call 1-877-486-2048.

You can also contact Medicare to find your local office for the

State Health Insurance Assistance Program (SHIP), where you

can get one-on-one counseling on Medicare, Medicaid, and

Medigap health insurance coverage. SHIP counselors can explain

your Medicare bills and your Medicare rights. They can tell you

how to deal with payment denials or appeals, how to choose a

Medicare health plan, how to buy Medigap, a supplemental

insurance policy, or how to choose and join a Medicare drug plan.
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Treating Kidney Failure

'Kidney failure

is also called

End Stage

Renal Disease

or ESRD."

When Kidneys Fail

Your kidneys are just below your rib cage in the middle of your

back. They are twin organs shaped like kidney beans. Healthy

kidneys work all day, everyday, to clean your blood and make

urine that flows into your bladder. Kidneys also make hormones

that help control your blood pressure and help make red blood

cells, which carry oxygen through your body. They also help

balance the level of many minerals and chemicals in your body.

Kidney failure occurs when kidneys can't clean your blood or rid

your body of extra fluid. When this happens, you feel sick. When

your kidneys slowly stop working over time or slow down so that

wastes are not filtered out, it's called Chronic Kidney Disease

(CKD). Many diseases can cause CKD. Some of the most

common causes are diabetes and hypertension.

When kidneys stop working completely or when they can't work

well enough to keep you healthy without dialysis or a transplant,

it's called End Stage Renal Disease (ESRD). When ESRD occurs,

it must be treated for the rest of your life. You must have either

dialysis or a kidney transplant to live.
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Your Treatment Options

"Hemodialysis

usually occurs

three times a

week for about

four hours

each time."

In-Center

To treat kidney failure, you may go on dialysis or have a kidney

transplant. Dialysis is a medical term that means to clean the

blood by artificial means, like using an artificial kidney There are

two kinds of dialysis: hemodialysis and peritoneal dialysis. Each

kind works well and can be done at your home or at a treatment

center. A transplant is another treatment option that you should

talk to your doctor about. With a transplant, you no longer need

dialysis. A transplant is when you get a kidney from someone

else, and the kidney is put into your body with surgery. A kidney

transplant isn't the right treatment for everyone, but everyone

should be evaluated to see if it's the right treatment. Talk to your

doctor to find out if a kidney transplant is right for you.

You may need to change the kind of treatment you get for

medical or other reasons, such as a change in where you work or

live. To determine what type of treatment is best for you, you

and your health care team need to consider the following:

• Your type of kidney disease.

• How far you live from a treatment center.

• Your physical abilities.

• Your support system.

Your lifestyle and emotional health.

Hemodialysis

Hemodialysis uses a machine to clean your

blood. The dialysis machine has a

filter called a hemodialyzer or

dialyzer. The dialyzer works

like an artificial kidney and

removes the wastes and the

extra fluid that builds up when your

kidneys are not working.
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Home
Hemodialysis

Hemodialysis can't do all the work your

kidneys did. Healthy kidneys work all day,

everyday. Hemodialysis usually occurs three

times a week for about four hours each

time. Your time is based on your needs.

Your kidney doctor orders the length of

your treatment in order to help meet your

body's needs.

During a hemodialysis treatment, your

blood is carried through plastic tubes to

the dialyzer to be cleaned. Once your

blood is cleaned, it's returned from the

dialyzer to your body through another

plastic tube. Only about one cup of

blood travels through the dialysis

machine at a time.

Hemodialysis can be done at an outpatient treatment center or

in your home. For home hemodialysis, you and a family member

or caregiver will need to be trained on how to safely do each step

of the treatment. Equipment and supplies are sent to you if you

dialyze at home. Not all centers offer home hemodialysis training

and support. Ask your kidney doctor if this is an option for you.

In a center, nurses and technicians with special training carry out

the steps of your treatment. In some centers, you can also be

trained to do some or all of the steps of your treatment. Taking

an active role in your treatment may help you feel more in

control. At the center, your dialyzer may or may not be re-used.

Re-use is when the dialyzer is specially cleaned and tested after

your treatment and kept for you to use at your next treatment.

For hemodialysis, you need a way for blood to be safely removed

and returned to your body. Most blood vessels are not strong

enough or big enough to carry blood to and from the dialysis

machine. To do this you need surgery to create a pathway called

an access. An access can be in your arm, leg, chest or neck.

"For home
hemodialysis, yo

and a family

member or

caregiver will

need to be

trained on how
to safely do each

step of the

treatment."



There are three kinds of access—Fistula, Graft, and Catheter.

"There are three

kinds of access

—

Fistula, Graft, and

Catheter."

A fistula or arteriovenous fistula (AVF) surgically connects an

artery and a vein. A fistula needs weeks to months to heal and

"mature" before it can be used. When a fistula matures, it

becomes larger and stronger and better for dialysis. It's

considered the best access because it lasts longer, has fewer

problems, gives better hemodialysis results, and can lower the

risk of infection. With a fistula, you can improve your quality

of life and length of life. A fistula isn't right for everyone, but

you should be evaluated for a fistula, and given one if it's the

best access for you. It's best to get a fistula before you need

dialysis so that it can be ready for use when you need it.

A graft or arteriovenous graft (AVG) uses special tubing to

surgically connect an artery and vein. A graft needs less

healing time than a fistula. However, a graft must be

replaced every so often.

A catheter makes a temporary access by inserting a soft,

flexible tube into a vein in the neck, chest, or groin. A
catheter can be used as soon as it's in place.

Fistula Access Cross-Section

For each hemodialysis treatment, two needles are put into your

access. Each needle is connected to a plastic tube. One line takes

the blood with wastes out of your body. The other tube carries

the clean blood back into your body.
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The dialysis machine controls how quickly your blood moves

through the tubing and how much water is being removed.

Some machines measure your blood pressure too. In a center, the

nurse and technician monitor your vital signs, the amount of

fluid removed and machine settings during your treatment. If

you get dialysis at home, you and your care partner are taught

how to do your monitoring.

Care of your Hemodialysis Access

An access that works well will help keep you healthy. Members

of your hemodialysis team will teach you how to take care of

your access. When you wake every morning, check for a strong

pulse and a buzzing or rushing feeling in your access. This is

called a "thrill" and is a sign of good blood flow. Also check your

access for early signs of infection. Signs can be redness, swelling,

or feeling warm to the touch. If you see signs of infection, can't

feel your thrill, or have other problems with your access, call

your kidney doctor and treatment center right away.

You can help keep your access working well. Keep your access

clean and dry between treatments. Don't let anyone take your

blood pressure, draw your blood, or put an IV into the arm or

leg that has your access. Don't wear jewelry or tight clothes on,

over, or above your access. If your access is in your arm, don't

carry a bag or purse on that arm. Also avoid sleeping on the arm

or leg where your access is. Try not to bump your access, and

never cut it. Remember that your access is your lifeline.

"Every morning,

check for a strong

pulse and a

buzzing feeling in

your access."
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Hemodialysis Checklist

Before every hemodialysis treatment, you should

wash your hands before going to your chair.

if you have fistula or graft access, clean your access before going to your chair.

If you have a catheter, keep the dressing clean and dry. Be sure a member of your

health care team cleans and changes the dressing at each treatment.

tell your nurse or doctor if you have concerns about how you are feeling.

tell your nurse if you have any nausea, pain, vomiting, diarrhea, or constipation.

check that your dialyzer has your name on it if your center re-uses dialyzers.

For every hemodialysis treatment, your nurse or technician should

wash his or her hands and put on new gloves before putting in your needles.

ask how you have been feeling and eating.

check your access for good blood flow and early signs of infection.

program your machine to your kidney doctor's hemodialysis orders.

check for any cleaning fluid in the dialyzer.

take your weight, temperature, heart rate, and blood pressure. They should write

them down on your treatment sheet or put them into a computer.

check your machine's alarms, which includes the temperature and conductivity.

They should write the numbers down on your treatment sheet or put them into a

computer.

check that the right size needles and correct heparin dose are set up for your

treatment. (Heparin is a drug that keeps blood from clotting.)

check for the correct potassium concentration.

listen to the front and back of your chest with a stethoscope.

check your legs and feet for swelling.

write down your treatment results or put them into a computer.



Questions to Ask your Hemodialysis Center Staff

Does my treatment time affect when I should take my prescribed medicines?

How should I plan what I eat around my treatment time?

Do I have to get treatment at the center my doctor recommends?

Does the center set times for treatment or is it first come, first serve?

Can I ask for a treatment time that works best for me?

Are there staffwho speak the same language as I do?

Who reviews my monthly lab work with me?

If the center re-uses dialyzers, how will I know the dialyzer is mine?

How often does the doctor see people during treatment?

What kind of patient education does the center offer?

Does the center teach home dialysis?

Will the center allow me to do some or all of my treatment steps?

What are the times that the social worker or dietitian can see patients?

Can I get help with care planning and making an advanced directive?

Does the center have an exercise program or a place and equipment for exercise?

What are the center's hours during a holiday?

What things will I be billed for that are not covered by Medicare or my insurance?

What are my transportation options for getting to and from the dialysis center?

Can I have visitors during my treatment?

Is there a staff member or patient that will talk to me if I get depressed?

Will I have my own TV? Are there headphones to keep out noise?

If I go on a trip or have to go to the hospital, will the center hold my treatment

time for me? For how long?

When was the last health and safety inspection or survey of the center?

Were there any problems and have they been fixed?
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"Your kidney

doctor will

tell you how
many exchanges

you should do

each day."

Peritoneal Dialysis

Peritoneal dialysis (PD) uses the space in your belly called the

peritoneal cavity to clean your blood. PD doesn't use a dialyzer.

This space is lined with a membrane called the peritoneum. It

surrounds and protects your intestines, bowel, and other organs.

The membrane has many tiny holes that can be used to filter

waste out of your blood while keeping blood cells and proteins

in your vessels.

PD usually works all day, everyday. To have PD you must have

an access, which is a soft, flexible tube called a catheter surgically

placed in your belly. The bottom part of the tube is put into the

peritoneal cavity. The middle part of the tube runs under your

skin. The top part stays outside of your body and can be taped

against your skin.

A liquid called dialysate travels through the catheter and fills the

empty space in your belly. This liquid stays in the space while

waste products and extra fluid move from your blood through

the membrane into the dialysate. The dialysate with the waste

products and extra fluid is then drained out of your body. Next

the space in your belly is refilled with the clean dialysate and the

cleaning process begins again. The process is called an exchange.

Your kidney doctor will tell you how many exchanges you should

do each day and how long the dialysate should stay in your belly

for it to work.

There are two kinds of PD: Continuous Ambulatory Peritoneal

Dialysis (CAPD) or Continuous Cycling Peritoneal Dialysis

(CCPD), sometimes called Automated Peritoneal Dialysis

(APD). You and your kidney doctor can talk about what kind of

PD can work for you.
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To determine what type of PD treatment is best for you, your

kidney doctor needs to consider your

• body size,

• lifestyle,

• lab test results, and

• ability to do the steps in dialysis.

How you feel is not a good way to tell if you are getting enough

dialysis to stay healthy. Do not skip CAPD exchanges or shorten

your CCPD treatment. Doing so could be harmful to your health.

CCPD is done at home with a machine called a cycler. The

cycler connects to your access and works at night while you

sleep. For eight to ten hours each night the machine fdls your

belly with clean dialysate and then it drains the used dialysate

from your belly. In the morning, clean dialysate is put in your

belly after you are unhooked from the cycler. You may do one or

two more exchanges by hand during the day.

CAPD can be done in a place that is clean and well lit. Try to pick

a place that is free from drafts or pets and where you can close the

door. Before you start an exchange, be sure to wash your hands. A
CAPD exchange lasts about 30 minutes and is done about every

four to six hours during the day. Most people

begin their exchanges in the morning and end

their day with one before bedtime. Some

people who do CAPD can also do an

exchange during the night.

These are the steps in an

exchange:

1 ) A closed bag of dialysate is

attached to your access with plastic tubing.

2) The closed bag is hung above your head on a

hook or pole.

3) A second bag sits on the floor.

"Do not skip

exchanges or

shorten your

treatment."

Continuous Cycling

Peritoneal Dialysis (CCPD)

13



Continuous Ambulatory
Peritoneal Dialysis

(CAPD)

"Keeping your

access clean is the

key to preventing

infection and

staying healthy."

4) The used dialysate from inside your belly flows into the

bag on the floor.

5) When the bag on the floor is full, the tubing to this bag is

clamped closed.

6) The tubing to the bag above your head is then opened.

7) The clean dialysate flows from the bag above your head

into your belly.

8) When your belly is filled, you disconnect the bag tubing

from your access tube and empty the used dialysate from

the bag on the floor into the toilet.

9) The clean fluid sits in your belly for about four

to six hours. During this time, you can go about

your normal routine.

Care of your Access with

Peritoneal Dialysis

Keeping your access (the PD catheter) clean is the

key to preventing infection and staying healthy.

If germs get into your belly, they can cause an

infection called peritonitis. Peritonitis will make

you sick with stomach pain, a fever, or cloudy fluid

from your exchange. You will need to take antibiotics

to treat the infection.

Any time you have peritonitis, your peritoneal membrane can

become scarred. Scars can make it hard for the membrane to

filter waste products from your blood. If your membrane has too

many scars to work well, you may have to change to another

kind of treatment.
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To help stay healthy, keep your access clean and dry and keep the

tube taped to your body. To help with this, taking a shower is

better than taking a bath. A bath exposes your access to germs

that have washed off your body. Also, you should not swim in

lakes, rivers, ponds, pools, or spas because of the chance of

getting an infection. If you want to swim, ask your kidney

doctor about ways to swim in the ocean or in clean, chlorinated

swimming pools.

Transplant

Transplanted

Kidney
Cross-Section

A transplant is when you get a kidney from another person. The

person who gives you the kidney is called a donor. The donor's

blood type and tissue must match yours. The new kidney is put

into your body through surgery and is usually placed in the

lower part of your belly (see diagram

below). Your old kidney may or may not

be taken out during surgery. The new

kidney does the work that your old

kidneys did when they were working.

With a transplant, you will always need to

take special medicines. Some of these

medicines are called anti-rejection or

immunosuppressive drugs. They help your

body accept the kidney. Early signs that

your body may be rejecting the new

kidney can be fever, tenderness at the new

kidney site, and making less urine.

To have a kidney transplant, you must be

diagnosed with End Stage Renal Disease

(ESRD), and you may or may not have

started dialysis.

"With a

transplant you

will always need

to take special

medicines."

Diseased

Kidney

Transplanted

Kidney
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"Because you

are related to

someone does

not mean that

your blood and

tissue type

will match."

When you are considered for a transplant

• your health care team will check your health to find out if

your body is ready for a transplant.

• your doctor can refer you to a transplant center or you can

refer yourself.

• a health care team at a transplant center will check your

health to see if a new kidney would work for you. You may

have medical conditions or health problems that keep you

from having a transplant.

• if you are on dialysis, your health care team will look at

how well you keep to your dialysis schedule and if you take

your medicine when you should.

• if you don't have Medicare, your health care team will try

to help you find a program that can help you pay for the

anti-rejection medicines you will need to take after surgery.

Types of Transplants

There are three kinds of transplants:

• Living-related

• Living non-related

• Cadaver

A living-related donor is a family member who is related to you

by blood and who agrees to give you one of his or her kidneys.

This kind of donor could be a parent, brother, sister, or other

blood relative. Blood and tissue type are always tested to see if

there is a good match. Just because you are related to someone

doesn't mean that your blood and tissue type will match.

A living non-related donor is a person who isn't related to you, but

whose blood and tissue type matches your own. A friend, spouse,

or co-worker can be a donor and agree to give you a kidney.
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Cadaver donors are people who have just died and whose

families have given their organs for others to use. For this kind of

transplant, you need to put your name on an official list with

others who also need a kidney. Talk to your health care team

about what must be done to get your name on the list. When a

kidney becomes available, you can always choose not to have the

transplant, but you will not have this choice unless your name is

on the list. When a kidney that matches your blood and tissue

type becomes available, you and your doctor will be called and

surgery will be done right away. Finding a kidney that is a good

match may take a short time or several years.

The Choice to Stop Treatment

Just because there are treatment options doesn't mean you have

to be treated. Some people choose to have no treatment or to

stop treatment. This is a choice you can make, but understand

that treatment is keeping you alive. When you withdraw from

treatment, or choose not to follow your treatment plan, you put

your life at risk. If you stop treatment completely, you will die.

Your kidney doctor can give you more information about what

happens when you stop treatment. This is a personal choice that

may be hard to make. If the time comes that you want to

consider stopping treatment, talk with your family and your

health care team about counseling and programs such as hospice.

Advance Directives

If you were to have a life-threatening medical emergency, you may

not be able to say what kind of treatment you would want. You

have the right to choose ahead of time what you want done in case

of such an emergency. An advance directive, sometimes called a

"living will," is a legal paper that says what you want done for you

in a life-threatening emergency. Your social worker can tell you

about advance directives. Tell your kidney doctor and center if you

have an advance directive. Make sure your doctor writes in your

orders that you have one and that an original copy is in your files.

"You have the

right to choose

ahead of time

what you want
done in case of

such an

emergency.

"
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You and Your Health Care Team

You and the people who care for you make up your health care

team. Your family or caregiver, doctors, nurses, social workers,

dietitians and technicians are all part of the team. Your health

care team guides you in choosing and managing your treatment,

understanding your insurance options, and planning your diet.

Each person on the team plays a role in your care, especially you.

Your Role

You are the number one person on your health care team.

It is your job to take care of your health and to tell the

team what you need and how you are feeling. The team

can teach you about your health and treatment, but only

you can do what is needed to stay healthy.

At least twice a year, your health care team meets to talk

about your current care and plan for your future

treatment. Your health care team needs to listen to

how you feel. You should always go to these

meetings so you can participate in making care

decisions, understand your treatment, and how you

can make it better.

Always feel free to ask questions. There are

no dumb questions. If you don't understand

an answer, let someone know. You can write

down questions you have for your health

care team in a notebook. When you go for

treatment, take the notebook with you and

write down the answers.
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Your Family or Caregiver

When kidney failure affects you, it affects your whole family.

At first, your family or caregiver may feel helpless because they

can't change the fact that you have kidney failure. They may be

angry because this has happened or fear that you may die. It

helps for you and your family to talk about these feelings.

Treatment needs to become part of the family's daily routine.

Your family or caregiver may do some things for you to help you

follow your treatment plan, but they can't do everything for you.

Just as you need their support, they need yours. Understand your

family's and caregiver's needs as well as your own.

Your family should also get checked for signs of kidney disease,

especially if they have high blood pressure or diabetes. Kidney

failure can run in families. If found early, there are ways to slow

or prevent it. Your family members can check how well their

kidneys are working with the following tests:

• Blood pressure check

• Blood tests for urea and creatinine

• Urine dipstick test for hematuria, microalbumin, and pyuria

• Calculated creatinine clearance

Your Kidney Doctor
Your kidney doctor has special training in treating people with

kidney disease and is called a nephrologist (nef-RAHL-oh-jist).

Your kidney doctor works with your family doctor to monitor

your health and to plan your treatment of care. You can also ask

your kidney doctor how to put your name on a transplant list.

Your Family Doctor
Your primary care or family doctor will still see you for

check ups and for health problems. If any doctor other than your

kidney doctor treats you for any health problem or gives you any

new medicines, tell your kidney doctor right away.

"Treatment needs

to become part of

the family's daily

routine."

19



"To protect your

health, tell your

kidney doctor

before you make an

appointment with

your dentist."

Your Dentist
Your dentist cares for your teeth. To protect your health, tell your

kidney doctor before you make an appointment with your dentist.

Your Nurse
Nurses coordinate your care. They answer questions about your

health, your treatment, and on how to manage your medicines.

They can help teach you and your family how to stay healthy.

You need to talk with your nurse often about how you are feeling.

Nurses can also give dialysis treatments and oversee other staff

who help with dialysis treatments. Some nurses also train patients

and family members to do home dialysis or to care for themselves

in a center.

Your Social Worker
Your social worker can give one-on-one, family, or group

counseling to help you cope with your kidney failure, life's

stressors, and other issues. Social workers can help answer

questions about your insurance, paying for care or medications,

and getting to and from your treatments. They can also make

referrals to community programs that can help with such things

as getting proper foods. Your social worker can also help you find

resources for volunteering, job training, or placement. Staying

active helps to improve the quality of your life.

Your Dietitian

Your dietitian's role is to help you understand what kind of foods

to eat and how much fluid to drink. This is important because

when your kidneys stop working, what you eat or drink can help

or hurt how you feel. Your dietitian can teach you how to pick

foods that will help keep you healthy, even when you eat out.

Your dietitian may also help you understand how your blood test

results are affected by your diet.

Your Technician
Most treatment centers have technicians who help care for you.

When supervised by nurses, technicians can start and stop your

dialysis treatment. They also watch your vital signs during treatment.
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Tips for Making Treatment Better

Dialysis or transplant can affect your whole body and how you

feel. This section talks about the things you can do to help

yourself feel better and to keep your body healthy To keep your

life on track, you need to take charge of your health.

Changes in Mental Health

Life can be stressful, whether or not you have kidney failure.

Kidney failure brings a lot of changes in your life. Sometimes

these changes can be managed and become part of daily life, and

sometimes you may need help dealing with these changes. You

can talk with your social worker about ways to help you and

your family adjust. Your social worker can also tell you where to

get counseling if you need it.

Everyone adjusts to having kidney failure in different ways. Ifyou

notice that you often feel uneasy, fearful, tired, irritable, or

nervous, it could be anxiety. Other signs of anxiety are a fast

heartbeat, heavy sweating, or an upset stomach.

Ifyou are sick, you may have these same

symptoms. Its important that you talk to your

doctor as soon as you can if you are feeling this

way, so you can get the help you need.

Mood changes are common in people with

kidney failure for a few reasons. Stress can affect

a person's mood. Some medicines can cause

mood swings. Also uremia (the build up of

waste products in the blood) can irritate the

body's nervous system and cause mood changes.

"Dialysis or

transplant can

affect your whole

body and how
you feel."
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Tell your doctor right away if you can't or don't want to eat, have

trouble sleeping, have repeated angry outbursts, or lose interest

in daily living or in sex. These may be signs of depression. Other

signs are feeling sad or angry all the time, using drugs or alcohol

to cope, or having thoughts of taking your life. Remember, don't

wait to tell your doctor if this is how you are feeling.

Physical Changes
With kidney failure you may see changes in your body.

Sometimes your skin may become darker, paler or a little yellow

looking. Skin may become dry and flaky. Darker skin may look

ashy. It helps to wash and moisturize your skin daily.

The taste in your mouth and smell of your breath may change.

This is from the build up of waste products in the body that

used to be removed by your kidneys. Following your treatment

plan helps remove the waste products that cause this condition.

It can also help to gently brush your teeth, gums, and tongue a

few times a day.

Changes in Sexual Desire

For both men and women, it's very common that desire for sex

may change, as they adjust both physically and emotionally to

kidney failure. Men may be unable to have or maintain an

erection. Women may be unable to have sexual arousal. This may

be due to certain medicines, anemia, or built up wastes in the

blood. If you have concerns about these problems, talk to your

doctor, nurse, or social worker. You may feel uncomfortable

talking about your sex life, but your health care team can't help

you if they don't know something is wrong.



Talk with Your Doctors

Before you see your doctor, write down any questions you have.

Bring these questions with you to your visit so you can ask your

doctor and get answers that you understand.

• On a regular basis, talk with your kidney doctor on how

your treatment is going and if changes to your treatment

plan are needed.

• Every six months, discuss your treatment plans with your

kidney doctor and health care team.

• See your family doctor for routine check ups.

• Tell your kidney doctor before you make an appointment

with your dentist.

• Take a copy of your health records to any doctor you see.

Let all of your doctors know about your treatment and

changes in your health.

Take Your Medicine as Prescribed

Medicine is an important part of your treatment. You need to

take the medications that all your doctors prescribe. But first, tell

your kidney doctor before taking any medicine another doctor

prescribes for you. You may need to take medication to

• help your body make red blood cells,

• control your blood pressure,

• replace vitamins and minerals lost during dialysis or from

diet restrictions,

• keep your bones strong,

• get rid of phosphorus that builds up when your kidneys

are not working,

• replace hormones that your kidneys used to make, or

• treat an infection or other illness you may have.

"Tell your

kidney doctor

before taking any

medicine another

doctor prescribes

for you."
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"Write down
all your

medications

and keep this list

with you

at all times."

Ask your kidney doctor when, how often, and how best to take

your medications. Some medicine should be taken with a meal

and some should be taken when your stomach is empty. Also,

ask your kidney doctor if you are not sure how much water you

should drink when you take your medicines. If you don't want to

take a certain medicine, tell your kidney doctor.

Ask your doctor about any side effects and what you should do if

you have them. You can also ask your pharmacist these

questions. If you can, try to fill your prescriptions at the same

place each time. This way your pharmacist can get to know you

and the medications you take.

Know the names of your medications, why you are taking them,

the dosage, and when and how to take them. Write down all

your medications and keep this list with you at all times. If a

prescription has passed its expiration date, throw it away. Also,

never give your medicine to anyone else.

Beware of Over-the-Counter
Medicines and Other Remedies

Some people with kidney failure hope to feel better by taking

over-the-counter medicines or using home remedies. Some of

these medicines or remedies can make you very sick or even kill

you. Tell your health care team about all medicines and remedies

that you are taking now, even vitamins or other supplements.

Ask your kidney doctor before taking any medicine or herbal

remedy that he or she didn't give you.
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Medicines to Avoid
• Baking soda or remedies for heartburn or acid indigestion

that bubble. They are high in sodium.

• Antacids with aluminum or magnesium. Aluminum and

magnesium can build up in your body and cause problems

in your brain.

• Aspirin, unless your kidney doctor tells you to take it.

Aspirin can keep your blood from clotting and may cause

bleeding.

• Enemas and laxatives because you can become dehydrated

or lose needed minerals.

• Vitamins (unless prescribed), food supplements, or salt

substitutes. These may be high in potassium or magnesium.

• Any "cure all" remedies, herbs, or over-the-counter medicines

that your kidney doctor has not told you are okay.

Talk to your Kidney Doctor Before

Starting "Alternative" Treatments

Alternative medicine is a treatment that is used along with, or

instead of, traditional care. Common treatments are acupuncture,

herbal remedies, chiropractic therapy, and mind-body techniques,

among others. Mind-body techniques can be visualization or

breathing exercises.

While some people may be helped by alternative treatments,

there may be harmful side effects for people with kidney failure.

Ask your kidney doctor before starting any alternative

treatments. Tell your health care team about any of these kinds

of treatments you may be using now.

Ask your kidney

doctor before

starting any

alternative

treatments."
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"You can get a

free pneumonia
shot as well as a

flu shot once a

year if you go

to a doctor

that accepts

Medicare."

Get Shots (Vaccinations) to

Help Stay Healthy

If you are on dialysis or have a transplant, your body may have

trouble fighting off infections and diseases. You need extra

protection from the flu, pneumonia, and Hepatitis B. Getting

shots can keep you from getting sick or going to the hospital.

Shots may even save your life.

You can get a free pneumonia shot, as well as a flu shot once a

year if you go to a doctor that accepts Medicare. For a Hepatitis B

shot, Medicare pays 80 percent of reasonable cost and you or your

other insurance pays the other 20 percent. Often shots are given

at the treatment center.

Track Your Dialysis Treatment
Progress

As part of your dialysis treatment, you may have lab tests once a

month or more often to track your progress. If you know what

these tests measure and what your treatment goals are, you will

be able to take better care of yourself. Your dietitian can give you

tips on how to meet some of your goals by having a proper diet.

Recommended lab tests measure: serum creatinine, blood urea

nitrogen (BUN), URR, albumin, hematocrit, hemoglobin, TSAT

and serum ferritin, parathyroid hormone (PTH), calcium,

phosphorus, and potassium. Your Kt/V, blood pressure and

weight are also recorded to track your treatment progress.

Blood Urea Nitrogen (BUN)
Urea nitrogen is a waste product in your blood that comes from

the breakdown of proteins from the food you eat and from your

body's stored protein. Healthy kidneys remove BUN from blood.

With kidney failure, your dialysis treatments remove the BUN
from your blood. Your BUN level can go up if you don't get

enough dialysis or eat too much protein.
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URR
URR stands for "Urea Reduction Ratio." This test measures how

much urea was removed from your blood during hemodialysis.

Urea is a waste product that builds up in your body when your

kidneys stop working. Your blood is tested before and after

treatment to see how much cleaner the blood is. URR is shown

as a percent. A URR of at least 65 percent shows that your

dialysis was okay or adequate.

Kt/V
Kt/V (pronounced "kay tee over vee") is another measure of how

well your dialysis treatment is working. Kt/V applies to people

on both hemodialysis and peritoneal dialysis. Kt/V of at least 1.2

is the minimum number you can have for your hemodialysis to

be okay or adequate. Adequate dialysis for peritoneal dialysis is a

Kt/V of at least 2.1.

To help reach your target Kt/V or URR, don't miss any

treatments. Be on time for your treatment and stay on the

dialysis machine for the full time that your kidney doctor sets for

you. If you reach your target, don't shorten your dialysis time.

Only your kidney doctor can change the amount of time you

have dialysis.

Serum Creatinine
Creatinine is a waste product in your blood that comes from the

normal function of your muscles. Healthy kidneys remove

creatinine from blood. With kidney failure, your dialysis

treatments remove the creatinine from your blood. Your

creatinine level can go up if you don't get enough dialysis.

Albumin
Albumin is a type of body protein made from the foods you eat.

Your albumin level may be low if you don't eat enough protein

and calories. This may lead to health problems like your body

having trouble fighting infections.

"Your dietitian

can give you tips

on how to meet

some of your

goals by having

a proper diet."
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"To keep the

right amount of

calcium in your

bones, your

kidney doctor

may recommend
taking calcium

supplements."

Hematocrit
Your hematocrit measures the red blood cells that your body-

makes. A low hematocrit (or low number of red blood cells) may

mean you have anemia. Anemia will make you feel tired. To treat

anemia, you may need to take extra iron and a hormone called

EPO. You will feel less tired and have more energy when your

hematocrit reaches about 33 to 36 percent.

Hemoglobin
Hemoglobin lets red blood cells carry oxygen to all the cells in

your body Your hemoglobin level is another way to tell if you

have anemia. Your hemoglobin level should be at least 11 to 12.

TSAT and Serum Ferritin

TSAT means transferrin saturation. Both TSAT (active iron) and

serum ferritin (stored iron) are tests that measure the iron in your

body. Iron is needed to make red blood cells. Your TSAT should

be at least 20 percent and not more than 50 percent. Your serum

ferritin should be at least 100 and not more than 800. You may

need extra iron to reach your target range.

Parathyroid Hormone (PTH)
A poor balance of calcium and phosphorus in your body can lead

to high levels of parathyroid hormone (PTH). This can cause

bone disease. Ask your doctor and dietitian how your calcium

and phosphorus levels can be kept in balance so your PTH level

doesn't get too high.

Calcium
Calcium helps make strong bones and teeth. Low blood calcium

can cause muscle spasms. Calcium is also needed for blood

clotting. To keep the right amount of calcium in your bones, your

kidney doctor may recommend taking calcium supplements.
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Phosphorus
Phosphorus is found in most foods. A high phosphorus level can

lead to weak bones and can make your skin itch. Taking a

phosphate binder helps control the amount of phosphorus in

your blood between dialysis treatments. It acts like a sponge to

soak up, or bind, phosphorus while it's in the stomach. When it's

bound, phosphorus doesn't get into the blood and is passed out

of the body in the stool. Follow your diet and take your

phosphate binders with all meals and snacks.

Potassium
Too high or too low a level of potassium in your blood can lead

to heart problems and even a heart attack. Follow your diet as to

how much food with potassium you should eat. Ask your

dietitian about which foods are high or low in potassium.

Blood Pressure
Ask your doctor what your blood pressure should be. List your

average pre- and post-dialysis blood pressure each month. If your

blood pressure is high, it helps to take the blood pressure medicine

that your kidney doctor has told you to take. Following your fluid

intake plan and cutting down on salt in your diet will help too. If

your doctor tells you that you are overweight, losing weight with

exercise will also help lower your blood pressure.

Target Weight or Dry Weight
Your target weight is what your kidney doctor thinks your weight

would be if you didn't have kidney failure. Your target weight is

when your body has the right amount of water—not too much

and not too little. Because your kidneys have stopped working,

most of the fluids you drink will stay in your body. When your

body holds fluid, you gain weight. If you are losing weight

without even trying, talk to your dietitian to make sure you are

eating right to stay healthy. With hemodialysis, you are weighed

before and after each treatment to see how close you are to your

target weight. If you are on PD, you need to weigh yourself

each day.

"If your doctor

tells you that you

are overweight,

losing weight

with exercise will

also help lower

your blood

pressure."
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"Don't drink

more fluid

or eat more salt

than you can have

in your diet."

Average Daily Weight Gain
Too much fluid weight gain between treatments can cause

swelling, a weakened heart muscle, shortness of breath, or high

blood pressure. It can also make your dialysis treatment

uncomfortable. Follow your fluid and salt intake closely. Don't

drink more fluid or eat more salt than you can have in your diet.

Otherwise, you may gain too much fluid weight between

dialysis treatments.
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Tips for Living with
Kidney Failure

"Planning meals

around your

treatment times

helps make the

treatments work
better."

Follow your Diet and Fluid

Intake Plan

^Jt^hen you eat or drink anything, your body uses what it needs

for fuel. But the body can't use all that you eat or drink. When
your kidneys were working, they cleaned the body of many waste

products. Now that your kidneys don't work, waste products stay

and build up in your body. Treatment helps rid your body of

these wastes, but it can't clean your body of them all. That is why

following your diet and fluid intake plan as close as possible is

so important.

Your dietitian can teach you how to plan your diet

and pick healthy foods, even when you are eating

out. You can also ask your dietitian if he or she can

help you change your favorite recipes to fit your diet

needs. Eating and drinking what your dietitian

suggests, not only helps you feel better, it makes

your treatments more comfortable. Planning meals

around your treatment times helps make the

treatments work better. If you need help getting the

proper foods, ask your social worker about programs

in your community.



"Avoid foods with

lots of water like

gelatin and soup

or frozen foods,

such as ice cream,

sherbet, or even

ice cubes."

Avoid Salt

Sodium from salt or salty foods can make your body swell up.

Salty foods can also make you thirsty, which makes it hard to

keep from drinking too much fluid.

There are a few easy things you can do to limit the salt in your

diet. Try to use unsalted seasonings, herbs or spices when you

prepare food. Buy meat that is fresh, not meat that is smoked or

cured as it has more salt.

Stay away from fast foods, pickled foods, canned meats, canned

soups, condiments, chips, and crackers. These kinds of foods

have a lot of salt. It's always a good idea to check food labels for

sodium or salt. Use fresh foods when possible. If you eat out, ask

that your food be made without salt.

Limit Fluids

To avoid fluid weight gain, many people are told to limit how

much water or fluid they drink. Even though you are careful,

you may still have trouble with weight gain. Also, some foods are

mostly water and add to weight gain. Avoid foods with lots of

water like gelatin, watermelon, soup, gravy, or frozen foods, such

as popsicles, ice cream, sherbet, or even ice cubes. Talk to your

dietitian about what to eat or drink to help you meet your needs.

Your dietitian can tell you what your fluid intake should be.

Below are some examples of fluid measurements.

Fluid Measurements
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Make an Exercise Plan

Exercise is one of the best things you can do for yourself.

It can help you feel better and can

• give you more energy,

• make your muscles stronger,

• make your joints more flexible,

• help control your blood pressure,

• lower your chance of a heart attack,

• help you fight depression, and

• make it easier to do the things you do every day.

Talk to your health care team before you start any

exercise program. Your health care team will know you

are ready when

• you are getting enough dialysis,

• you have stable blood pressure,

• you are free from infections or other illnesses that

need care,

• you are following your diet closely,

• you are taking the medications prescribed by your

doctor, and

• you have stable glucose control, if you have diabetes.

Your health care team can help you make an exercise plan.

You will be more likely to stick to your plan if you set

realistic goals, keep track of how often you exercise, and

reward yourselfwhen you do well. Being on dialysis may

make you feel tired and not up to exercising. Even so, try

to stay active. Try to find something that you like to do.

Exercising with a friend can make exercise more fun.

"Exercise is one of

the best things

you can do for

yourself. It can

help make you

feel better."
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"You may need to

talk about how to

balance work
with your dialysis

or transplant

center schedule."

Doing any exercise comes with some risks, so exercise safely. Don't

try to do more than your body will let you. Avoid exercise ifyou

have a fever, missed a dialysis treatment, or have a new illness that

hasn't been treated.

Stop exercising and call your health care team if you feel tired

or have

• shortness of breath,

• chest pains or pressure,

• irregular heartbeats,

• nausea,

• leg cramps,

• dizziness or feel lightheaded,

• pain or pressure in your neck or jaw, or

• blurry vision.

Going Back to Work
If you go back to work, Medicare still pays for dialysis or

transplant services. In time, many people with kidney failure

return to school or work or even start new jobs. Talk to your

social worker about work options or about how to get training in

new skills.

Whether you keep the same job or find a new one, you may

need to talk to your boss about changing the amount of hours or

days you work based on how well you feel. You may also need to

talk about how to balance work with your dialysis or transplant

center schedule.

According to the Family and Medical Leave Act (FMLA), if you

can't do your job for a period of time because of kidney failure,

you can take up to 12 weeks of unpaid leave. This law also says if

a family member (husband, wife, parent, or child) needs to take

care of a person who has a serious health condition, such as

kidney failure, he or she may also be able to take unpaid leave.



Plan Ahead for Travel

Kidney failure doesn't mean you have to give up traveling. You

can still get the care and treatment you need while you are away,

but you need to plan at least one month in advance, if not longer.

If you are going to a popular place for a vacation, you may want

to plan as far as three months ahead. Your transient coordinator

(social worker) can help you arrange your travel plans with a

center near your destination. Your social worker will send your

health and treatment information to the new center. Before you

travel, find out the following from your transient coordinator:

• If the center is Medicare-approved and has the space and

time to treat you.

• How much treatment costs, if there are any other fees,

when payment is due, and what payment options will the

center accept.

• Where the center is located.

If you are on PD, call your supplier to arrange for your supplies

to be sent ahead of time to your destination. By doing so, you

will not have to carry extra suitcases filled with your supplies. Just

in case, you may want to take one or two extra dialysate bags and

needed supplies with you. People who use a cycler for CCPD can

also have the machine delivered to where they are going.

Remember to bring enough or extra medicine on your trip.

Drug stores where you travel may not have all the medicines you

need. Also, if you are on a transplant list, let your health care

team know where they can reach you at all times, so they can

contact you if a kidney becomes available.

Medicare only pays for the hospital or medical care you get in

the U.S. and U.S. territories. Medicare doesn't pay for treatment

in other countries or for treatment on board cruise ships. This

doesn't mean you can't travel outside the U.S., but you will need

the money to pay for treatment. If you have other insurance,

find out what it covers.

"For more

information on

facilities located

where you will be

traveling in the

United States,

look at

www.medicare.gov
on the web
and select

Dialysis Facility

Compare."
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How to File a Complaint

Filing Options

1. Talk to a

member of your

health care team

or

2. Call your ESRD

Network

or

3. Call your State

Survey Agency

As you learn to live with kidney failure, you may have to deal

with some problems along the way In dealing with any problems

that may come up, it's best if you and your health care team can

talk in a calm way about what's happening and not let feelings

build up.

If you have a problem with your dialysis treatments or transplant

services that you haven't been able to resolve, you can file a

complaint or grievance. There are two ways to do this. You can

ask for a copy of the dialysis center's rules on how to file a

complaint with them. Or, you can file a complaint against the

center through your ESRD Network or State survey agency.

Your ESRD Network
The ESRD Networks monitor quality of care for people with

Medicare who have kidney failure. The Networks can help you

file a complaint if you have problems with your care. A list of

ESRD Networks can be found on page 39.

Your State Survey Agency
The State survey agencies carry out dialysis center inspections for

the Medicare program. These inspections make sure that your

treatment center is clean and safe and that your center meets

Medicare standards. A State survey agency investigates

complaints and makes sure that the treatment center fixes

problems. You have the right to contact your State survey agency

if you wish to file a complaint about your treatment center. You

don't have to give your name when you make a complaint. A list

of State survey agencies can be found on pages 40-43.
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Your Rights

( :—:

: :—;

:

^
As a person with kidney failure, you have certain rights and responsibilities. When you go

to a treatment center, ask for a copy of your rights and responsibilities. This will help you

know what to expect from your health care team and what they can expect from you. Your

center may have a list like the following:

• I have the right to be told about my rights and responsibilities.

• I have the right to be treated with respect.

• I have the right to privacy. My medical records can't be shared with anyone, unless I

say so.

• I have the right to meet with my whole health care team to plan my treatment.

• I have the right to see the dietitian for help with food planning and the social worker

for counseling.

• I have the right to be told about my health in a way that I understand.

• I have the right to be told about the treatment options open to me and to help choose

my treatment method.

• I have the right to be told about any tests ordered for me and the test results.

• I have the right to be told about the services offered at the center.

• I have the right to be told about the process of dialysis and dialyzer re-use.

• I have the right to be told about any expenses that will be charged to me if they are

not covered by insurance or Medicare.

• I have the right to be told about any financial help available to me.

• I have the right to accept or refuse any treatment or medicine my doctor orders for me.

• I have the right to be told about the rules at the treatment center (for example, rules

for visitors, eating, personal conduct, etc.).

• I have the right to choose if I want to be part of any research studies.

V /
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Your Responsibilities

/
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• I need to treat other patients and staff as I would like to be treated, with respect.

• I need to pay my bills on time. If this is hard for me, I can ask about making a

payment plan.

• I need to tell my health care team if I refuse any treatment or medicine that my
doctor has ordered for me.

• I need to tell my health care team if I don't understand my medical condition or

treatment plan.

• I need to be on time for my treatments or when I see my doctor.

• I need to tell the staff at the center if I know that I'm going to be late or miss a

treatment or visit with my doctor.

• I need to tell my health care team if I have medical problems, am going to the

dentist, am being treated by another doctor, or have recently been to the hospital.

• I need to follow the rules of the center.

• I need to get to and from the center for my treatments. I can talk with my social

worker if I need help doing this. Medicare doesn't pay for transportation.

Summary
The people at Medicare wrote this guide to help you deal with

the changes you face with kidney failure and to help you take

care of yourself. Kidney failure may be part of your life, but it's

not the only thing in your life. Many people with kidney failure

enjoy full and happy lives. Remember, you can live!
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Kidney Failure Resources

ESRD Networks (Toil-Free Numbers)

ESRD Network of New England, Inc.

(CT, ME, MA, NH, Rl, VT)
1-866-286-3773

ESRD Network of New York, Inc.

(NY)

1-800-238-3773

Trans-Atlantic Renal Council

(NJ, PR, VI)

1-888-877-8400

ESRD Network 4, Inc.

(DE, PA)

1-800-548-9205

Mid-Atlantic Renal Coalition

(DC, MD, VA, WV)
1-866-651-6272

Southeastern Kidney Council, Inc.

(GA, NC, SC)

1-800-524-7139

FMQAI: The Florida ESRD Network
(FL)

1-800-826-3773

Network 8, Inc.

(AL, MS, TN)
1-877-936-9260

The Renal Network, Inc. (IL, IN, KY, OH)
1-800-456-6919

Renal Network of the Upper
Midwest, Inc. (Ml, MN, ND, SD, Wl)
1-800-973-3773

Heartland Kidney Network
(IA, KS, MO, NE)
1-800-444-9965

ESRD Network Organization #13
(AR, LA, OK)
1-800-472-8664

ESRD Network of Texas, Inc. (TX)

1-877-886-4435

Intermountain ESRD Network, Inc.

(AZ, CO, NV, NM, UT, WY)
1-800-783-8818 or 1-800-777-0105

Northwest Renal Network
(AK, ID, MT, OR, WA)
1-800-262-1514

WesternPacific Renal Network
(AS, GU, HI, Mariana Island, N. CA)
1-800-232-3773

Southern California

Renal Disease Council, Inc. (S. CA.)

1-800-637-4767

Note: At the time of printing, phone numbers listed were correct.
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State Survey Agencies

State State Survey Agency Name Contact Numbers
A 1 1Alabama A B B r™N __ _ |_ f r"\ L I ' i i |j_ I

Alabama Department of Public Health

Division of Healthcare Facilities

Toll Free: 1-800-356-9596

Alaska DHSS of Alaska

Health Facilities Licensing & Certification

Toll Free:

1-888-387-9387

American
Samoa

Hawaii Department of Health Toll Free: N/A
Local: 808-692-7420

Arizona Arizona Department of Health Services

Assurance & Licensure

Division of Long Term Care

Toll Free: 1-800-221-9968

Local. bUz-ib4-zbyu

Arkansas Arkansas Department of Health & Human
Services, Office of Long Term Care

Toll Free: 1-800-582-4887

California California Department of Health Services

Licensing & Certification Program
Toll Free: 1-800-236-9747

Colorado Colorado Department of Public Health

& Environment
Toll Free (In-State Only):

1-800-886-7689

Local Spanish:

303-692-2821

Connecticut Department of Public Health of

Connecticut, Division of Health

Systems Regulation

Toll Free: 1-800-842-0038

Local: 860-509-7400

TTY: 860-509-7191

Delaware Health & Social Services of Delaware
Division of Long Term Care & Resident

Protection

Toll Free: 1-877^53-0012

District of

Columbia
Department of Health Washington, DC
Health Regulation Administration
Hpalth (~arp Farilitip^ Division

Toll Free: N/A
Local: 202-442-5833

Florida Agency for Health Care Administration

of Florida

Toll Free: 1-888^19-3456

Georgia Georgia Department of Human Resources

Office of Regulatory Services

Toll Free:1-800-878-6442

Note: At the time of printing, phone numbers listed were correct.



r
State State Survey Agency Name Contact Numbers

Guam Hawaii Deoartment of Health1 1 L4 V V LI 1 1 lUff V- k/U 1 11 1 1 V* 1 1 L V-/ III V.. 111 1 Toll Free - N/A1 V-/ II 1 1 LLi 1 M/ t\

Local: 808-692-7420

Hawaii Hawaii DeDartment of Health Toll Free- N/A
Local: 808-692-7420

Idaho Idaho Department of Health and Welfare Toll Free: N/A
Local: 208-334-6626

Illinois Illinois Department of Public Health

Division of Health Care Facilities and
Proarams1 1 >-/ V«4 1 <LA 1 1 1 —>

Toll Free (In-State Only):

1-800-252-4343

TTY (In-State OnlvVi i i yii i j lu iv. iiyy.

800-547-0466

Indiana Indiana State Dpnartmpnt of Health

—

1 1 1 L-l 1 CI 1 Id *J IU L\— L^CIJU 1 LI 1 1 V— 1 11 \J 1 1 1CU 1 LI 1

Long Term Care Division

Toll Free- 1-800-246-8909

Iowa Iowa Department of Inspections & Appeals

Health Facilities Division

Toll Free: 1-877-686-0027

TTY: 515-242-6515

Kansas Kansas Department on Aging Toll Free: 1-800-432-3535

Kentuckv Office of the Insnector General of Kentuckv1 1 1 V_i\_ \y 1 LI IX-. II UU\<V. Lv 1 NJLi 1 1 V— I Ul V/ 1 1 XV_ 1 1 LU\.l\y

Division of Community Health Services

Toll Free
- N/A1 Ly II II %—. V— 1 M/ / \

Local: 502-564-7963

LOUISIdnd Louisiana ueparLnrieni ot neaiin a
Hospitals, Health Standard Section

Toll Proo- 1 RRR 810 1R1Q
I Oil rice. I -ooo-o I

U

-
I o I j

oinpiviaii it.
l\/laino Ple>nartmpnt of Moal+h anrl
1via ii ic L/tfjai Li i ici i l ui nca i li i ai iu

Human Services

Tnll Frpp- 1-R00-3R3-7441iuii rice i _)o_j £jv\ i

TTY: 207-287-9312

Man/land1 V 1 L4 1 VI LA 1 1 KA Marvland Deoartment of Health & Mental1 V 1 L4 1 y 1 LA 1 1 V4 IS V- K^L4 1 LI 1 1 L* 1 1 L V-/ 1 II V* %Jt 1 H 1 V—A. 1 V 1 V_ | I \.\A 1

Hygiene, Office of Health Care Quality

Toll Free
- 1-877-402-8219

Local: 410-402-8040

MaceIVIabb. l\/lacca/~hi ico+tc nonar+mont of Piihlir
1VlabbaLl lUbCLLb L/C|Jai LI 1 IfcM 11 Ul r UUllL.

Health, Division of Health Care Quality

Toll Frpp Hn-^tatp Onl\/Vivjii rice \ii i jlolc ui 1
1 y /

.

1-800-462-5540

Michigan Michigan Department of Community
Health1 ICu 1 LI 1

Toll Free: 1-800-882-6006

MinnesotaIVIM 11 I^JvlU Health Farilitv Comnlaints and
Provider Compliance Division of

Minnesota

Toll Free- 1-800-369-79941 Va/ II II V* V— • 1 V/V/V * \J —/ / —/ _/ 1

TTY: 651-215-8980

Mississippi Mississippi Department of Health Toll Free: 1-800-227-7308

Missouri Bureau of Health Facility Regulation

of Missouri, Elder Abuse & Neglect Hotline

of Missouri

Toll Free: 1-800-392-0210

Note: At the time of printing, phone numbers listed were correct.



btate btate burvey Agency Name Contact Numbers

Montana Montana Department of Health & Human
Services

L^uaniy Assurance, LeniTication bureau

Toll Free: N/A
Local: 406-444-2099

1 MCUI a jlxQ l-lpal+h Ri HiimPin ^pr\/iroc of Mphr.ack'.ancaiui tx ri u 1 1 la 1 1 jCIvii_Cj kji imcui aji\.a

Regulation & Licensure

Credentialing Division

Thll Prop- M/AIUII rice. N/M
Local: 402-471-3324

TTY: 402-471-9570

Nevada State Health Division of Nevada -r_ 1 1 r"„__, a nnn tic ~) a a a
Toll Free: 1-800-225-3414

New
Hampshire

New Hampshire Department of Health &
Human Services

Health Facilities Administration

Toll Free (In-State Only):

1-800-852-3345

New Jersey New Jersey Department of Health &
senior services

Toll Free: 1-800-792-9770

New Mexico New Mexico Department of Health

bureau ot rieaitn racinty Licensing

& Certification

Toll Free (In-State Only):

l-oUU-/DZ-oo4y

New YorK New YorK btaxe uepanment ot neaitn

Health Care Standards & Surveillance

ion rree. i-ooo-zuio4bd

Nortn
Carolina

1 \ I* lift ./""V y""V+ [_ a ||| +\ # C f I ^ f\f /f~\TDivision ot racnity services ot

North Carolina, Licensure & Certification

ion rree. i-ouu-o/z-ou/

1

INUi Ll 1

Dakota
IMOiTll UdKOLd UcpdrXlTlcilt OT rlcalin Trill Frpp- M/AION rice. IM/M

Local: 701-328-2352

N. Mariana
isianas

Hawaii Department of Health Toll Free: N/A
Local. oUo-oyz-/4zu

vjnio vjnio uepanmeni ot neaitn

Bureau of Long Term Care of Ohio
Division of Quality Assurance

ion rree ^in-jiaic \Ji\\y).

1-800-342-0553

TTY: 614-752-6490

Oklahoma Oklahoma State Department of Health Toll Free: 1-800-522-0203

\~s 1 CUUI 1
Drpnnn Dpn^rtmpnt of Hp^lth ^nH Humeri\*J 1 CUUI 1 LJKZVJCa 1 11 1 ICI 1 I \J\ 1 1CO 1 LI 1 Q 1 1 V_J 1 IUI 1 1 1 I

Services, Seniors and People with Disability

Toll Frpe- 1-800-232-3020

TTY: 503-731-4031

Pennsylvania Pennsylvania Department of Health

Division of Home Health

Toll Free: 1-800-254-5164

Puerto Rico Department of Family Services and
Children of Puerto Rico

Toll Free: 1-800-981-8666

Local: 787-721-3461

Note: At the time of printing, phone numbers listed were correct.



State State Survey Agency Name Contact Numbers

Rhode
isianu

Rhode Island Department of Health
1 \ « lift y*"v C ^ i 1 i"4" i r\C /""\ i 1 -"-v -4- /""v

Division ot raciiiiies Keguianon
Toll Free: 1-800-228-2716

South
v_dl Ulll Id

S.C. Department of Health &
CI 1 vli Ul II I Ifcrl 1 tdl V_UllllUI, DUIcdU Ul

Certification

Toll Free: 1-800-922-6735

South
Dakota

South Dakota Department of Health Toll Free: N/A
Local: 605-773-3356

Tennessee Tennessee Department of Health Toll Free: 1-800-778-4504

Texas Department of Aging and Disability

services

Toll Free: 1-800-458-9858
TTV- C1") /ICQ ~l~ir\Q

I I Y. b I Z-4DO-/ /Uo

Utah Utah Department of Health

Bureau ot rvieaicare/rvieuicaia programs
Certification & Resident Services

Toll Free (In-State Only):

I -ouu-ddz-4 I D /

Vermont Department of Aging &
Independent Living

Toll Free: N/A
Local. oUz-z4l-zi4D

Virginia Virginia Department of Health

Center for Quality Health Care Services

& Lonsumer protection

Toll Free: 1-800-955-1819

TTY: 1-800-828-1120

Washington Washington Department of Social and
Health Services

Facilities & Services Licensing

Toll Free:

1-800-422-3263

West
Virginia

West Virginia Department of Health &
Human Resources

Office of Health Facilities Licensure

and Certification

Toll Free (In-State Only):

1-800-442-2888

Wisconsin Wisconsin Department of Health &
Family Services

Division of Supportive Living

Bureau of Quality Assurance

Toll Free: 1-800-642-6552

Wunminnv vyui i in ly \A/\/ominn Hpnartmpnt of Hp^l+hv v

y

\ji i in ly ljkzvjcx i u i ici 1 1 kji i icq i u i

Office of Health Quality

Toll Frpp- 1-800-548-1367
1 Ul 1 1 ICC 1 KJ\J\J J*"HJ 1 JU/

J
Note: At the time of printing, phone numbers listed were correct.



Additional Kidney Failure Resources

American Association of

Kidney Patients

Phone: 1-800-749-2257

Web site: www.aakp.org

American Kidney Fund
Phone: 1-800-638-8299

Web site: www.akfinc.org

The Coalition on Donation

Phone: 804-782-4920

Web site: www.shareyourlife.org

Forum of ESRD Networks
Phone: 804-794-2586

Web site: www.esrdnetworks.org

Centers for Medicare &
Medicaid Services (CMS)

Phone: 1-800-633-4227

TTY users call: 1-877-486-2048

Web site: www.medicare.gov
(Dialysis Facility Compare)

Life Options Rehabilitation Program
Phone: 1-800-468-7777

Web site: www.lifeoptions.org

National Kidney Foundation

Phone: 1-800-622-9010

Web site: www.kidney.org

The National Institute of Diabetes

and Digestive and Kidney Diseases

(NIDDK)

Phone: 301-496-4000

Web site: www.niddk.nih.gov

National Kidney & Urologic Diseases

Info Clearinghouse

Phone: 1-800-860-8747

Web site:

www.niddk.nih.gov/health/

kidney/nkudic.htm

Polycystic Kidney Research

Foundation

Phone: 1-800-753-2873

Web site: www.pkdcure.org

Social Security Administration (SSA)

Phone: 1-800-772-1213

Web site: www.socialsecurity.gov

Transplant Recipients International

Org (TRIO)

Phone: 1-800-874-6386

Web site: www.trioweb.org

United Network for Organ Sharing

Phone: 1-888-894-6361

Web site: www.unos.org
or www.patients.unos.org

The Nephron Info Center

Web site: www.nephron.com

The Whole World of Nephrology
Web site: www.nephroworld.com

Note: At the time of printing, phone numbers listed were correct.
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